
Framework programme (which is now used by over a
third of UK practices) to identify and care for such
patients.10 11 The box shows a possible scheme to use
advance care planning to improve end of life care.

Realistic information, sensitively provided, helps
patients and their families to maintain a feeling of nor-
mality and allows them to develop new coping
strategies. Such discussions engender hope. Such hope
is not for a cure but for understanding the process of
dying and for reassurance that support will be given
during a variety of eventualities. Calman described
quality of life in terms of the gap between patients’
expectations and reality.12 Our role may be to negotiate
realistic changes in expectation (by discussing likely
trajectories, prognosis, and advance care planning) and
concurrent improvements in reality (with good
symptom control and support services) to improve
quality of life in the final months and weeks.

Davison and Simpson’s study is a small but impor-
tant step in enhancing our understanding of the
importance of notions of hope, even when to the out-
sider it seems that all hope is lost. Their findings need
to be confirmed in other populations (the patients

studied were almost exclusively white) and through
implementation studies to evaluate how best the
proactive approach improves outcomes of patients.
That said, considerable evidence supports the integra-
tion of advance care planning into routine practice as
part of good care for all people with progressive life
threatening illnesses. Planning for death with our
patients may be an uncomfortable concept but is likely
to engender hope rather than dispel it.
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Age related macular degeneration
Better tools are needed to measure quality of life and visual outcomes

Wet (also known as neovascular or exudative)
age related macular degeneration is a
common condition of poorly understood

aetiology that affects around two million elderly
people in Europe.1 In the United Kingdom, in about a
quarter of a million people wet macular degeneration
causes bilateral visual impairment of sufficient severity
that they are registered as partially sighted or blind.2 If
only one eye is affected the onset of disease may go
unnoticed by the patient. Wet macular degeneration is
usually bilateral though, and when the second eye
becomes affected the impact on the patient is
devastating.3

Good vision is often taken for granted. It is an
important prerequisite for a socially fulfilling and
active lifestyle. Wet macular degeneration affecting
both eyes has serious consequences for quality of life.
The psychosocial and functional impact of sight
loss due to this condition is reviewed in a paper by
Mitchell and Bradley commissioned by the Interna-
tional Age Related Macular Degeneration Alliance.4 A

major problem is defining quality of life; this is
highlighted by the lack of consensus in various
questionnaires that aim to measure it.5 Mitchell and
Bradley question the relevance of current instruments
used to monitor health status, quality of life, and visual
functioning in patients with age related macular
degeneration. This is supported by the fact that popu-
lar instruments for measuring health status—such as
the medical outcomes study short form 36 (SF-36),
health utilities index 3 (HUI3), and EuroQol
(EQ-5D)—do not capture the effects of sight loss on
quality of life.4

Many people with neovascular macular degenera-
tion report excellent health, either because the disease
affects only one eye or they do not perceive sight loss
as a decline in their general health status. Despite this,
they are shocked by how rapidly loss of sight
progresses and frightened at the thought of going
blind and thus losing their independence, features that
are not captured by existing instruments for measuring
health status. Even when these instruments are used in
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patients with poor physical health, any contribution
from impaired vision is difficult to distinguish from
that of comorbid disorders. Health utility measures
such as the standard gamble and time trade-off
techniques are also inappropriate.4 Elderly people
have problems understanding the hypothetical con-
cepts of the percentage of risk of death that they would
be prepared to accept to avoid chronic ill health or the
number of years of life they would be prepared to trade
for a perfect cure for their medical condition. Also such
questions would be difficult for elderly people to
answer given their shorter life expectancies.

Most visual functioning questionnaires assess the
impact of visual loss on daily living but do not measure
social or psychological functioning.4 Though some
questionnaires—such as the National Eye Institute
visual functioning questionnaire—do measure psycho-
logical aspects of visual impairment,6 they are
unresponsive to small differences in visual acuity. The
authors of the review recommend their own instru-
ment the MacDQoL,7 which measures the impact of
age related macular degeneration on quality of life and
can discriminate between mild and moderate disease.
The usefulness of this tool is difficult to assess, however,
as what constitutes mild or moderate age related
macular degeneration is not defined.

Vision is a complex neurosensory task mediated by
both eyes, so that wet macular degeneration in one eye
does not necessarily affect quality of life. The
commonly measured surrogate marker visual acuity
also correlates poorly with the severity of retinal
changes.8 9 Many people develop adaptive strategies
over time that cannot be captured in cross sectional
studies and are difficult to control for even in longitu-
dinal studies. Thus, the criticism that most existing
visual functioning questionnaires lack the sensitivity to
differentiate severity of disease would appear to be
unduly harsh, as appropriately designed large longitu-
dinal studies have not yet been undertaken.

Mitchell and Bradley state that despite the develop-
ment of promising new treatments,10 none has used an

effective measure of quality of life to evaluate benefit.
Treatments that are unpleasant, need repeated admin-
istration, and cause adverse effects are likely to reduce
quality of life even though they may improve visual
acuity. An ideal instrument for use in wet macular
degeneration will be responsive to changes in visual
function and quality of life as well as capture
satisfaction with treatment. Such an instrument is
needed now.
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Spirometry in chronic obstructive pulmonary
disease
Is available, yet underused in general practice

Chronic obstructive pulmonary disease affects
about 1% of the total UK population1 and is a
major cause of disability and mortality

worldwide. Timely diagnosis and subsequent staging of
severity of disease both require spirometry, which in
theory can be performed by trained general practition-
ers (GPs) and their practice staff.2 3 However, numerous
barriers impede the implementation of spirometry in
primary care.

Several guidelines exist for the management of
patients with chronic obstructive pulmonary disease,
including those from the UK National Institute for
Health and Clinical excellence (NICE)4 and the Global
Initiative for Chronic Obstructive Lung Disease

(GOLD; www.goldcopd.com). All guidelines stress the
central role of spirometry in diagnosing and managing
the disease in primary care, but this does not guarantee
that GPs will use this technique consistently in the care
of patients with respiratory symptoms.5

Several models to provide spirometry test results
exist, depending on local circumstances; these include
regional primary care diagnostic services and hospital
based lung function laboratories with open access for
primary care patients.6 However, the most practical and
timely solution is for GPs to have their own spirometer
in the practice.7 In the United Kingdom about 80% of
general practices own a spirometer,8 but these
instruments are still scarce in large parts of the world,
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